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Abstract 

Purpose  Timely access to supportive and palliative care (PC) remains a challenge. A proposed solution is to trigger 
an automatic referral process to PC by pre-determined clinical criteria. This study sought to co-design with patients 
and providers an automatic PC referral process for patients newly diagnosed with stage IV lung cancer.

Methods  In Step 1 of this work, nine one on one phone interviews were conducted with advanced lung cancer 
patients on their perspectives on the acceptability of phone contact by a specialist PC provider triggered by an auto-
matic referral process. Interviews were thematically analysed. Step 2: Patient advisors, healthcare providers (oncolo-
gists, nurses from oncology and PC, clinical social worker, psychologist), and researchers were invited to join a working 
group to provide input on the development and implementation of the automatic referral process. The group met 
biweekly (virtually) over the course of six months.

Results  From interviews, the concept of an automatic referral process was perceived to be acceptable and beneficial 
for patients. Participants emphasized the need for timely support, access to peer and community resources. Using 
these findings, the co-design working group identified eligibility criteria for identifying newly diagnosed stage IV lung 
cancer patients using the cancer centre electronic health record, co-developed a telephone script for specialist PC 
providers, handouts on supportive care, and interview and survey guides for evaluating the implemented automatic 
process.

Conclusion  A co-design process ensures stakeholders are involved in program development and implementation 
from the very beginning, to make outputs relevant and acceptable for stage IV lung cancer patients.

Keywords  Palliative care, Patient engagement, Co-design, Early referral process, Perceived acceptability, Advanced 
lung cancer

Open Access

© The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which 
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the 
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or 
other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line 
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory 
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this 
licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain Dedication waiver (http://creativecom-
mons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.

Research Involvement
and Engagement

*Correspondence:
Sadia Ahmed
sadahmed@ucalgary.ca
Full list of author information is available at the end of the article

http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s40900-024-00568-0&domain=pdf


Page 2 of 10Ahmed et al. Research Involvement and Engagement           (2024) 10:36 

Introduction
People living with advanced lung cancer often experi-
ence high symptom burden and emotional distress. 
However timely access to supportive and palliative care 
services that provide a comprehensive and person-cen-
tred approach to addressing their physical, psychological, 
social and spiritual suffering, remains a challenge [1, 2].

Multiple randomized controlled trials that have com-
pared early palliative care concurrent with cancer care to 
usual care alone have provided evidence for early integra-
tion of PC with cancer care [3]. Using specialist palliative 
care (PC) services (consults by clinicians with PC train-
ing), early and concurrently with cancer modifying thera-
pies (e.g. within 8 weeks of diagnosis of advanced cancer), 
has been shown to improve cancer patients’ quality of 
life, [4] caregiver outcomes, [3, 5] and health system sus-
tainability [6], although with some heterogeneity in the 
settings and the results [7]. However, late referrals remain 
all too common, for a multitude of reasons [8, 9]. Oncol-
ogy clinicians have many competing priorities to address 
in brief appointments, and they have limited time and 
physical space to evaluate and address their patients’ sup-
portive and palliative care needs or have conversations 
with them about the benefits of using specialist services 
[10]. Additional barriers include stigma around the term 
‘palliative care’ [2, 5, 11, 12] and inconsistencies in clini-
cian referrals due to varied education, experience, inter-
est, and understanding of PC [13, 14]. There are a range 
of prognostic trajectories in lung cancer, with different 
treatment options [15, 16]. Randomized trials of early 
PC relied on oncologists to approve case selection and 
introduce the study to patients, potentially biasing those 
who were approached [3]. In our prior intervention study 
aimed at integrating PC with metastatic colorectal can-
cer management (www.​paces​proje​ct.​ca), we were able to 
cue oncologists and increase the proportion of patients 
receiving timely, early referrals for supportive and pallia-
tive care by 17%; however, continued barriers (e.g. com-
peting priorities) remained a challenge for sustaining 
earlier referrals [10, 17]. Consequently, our oncology cli-
nician partners asked, “Why can’t the palliative care team 
directly offer patients early supportive and palliative care 
referrals?”.

Therefore, we sought to build an automatic refer-
ral process for patients newly diagnosed with advanced 
(stage IV) non-small cell lung cancer that did not depend 
on busy oncologists to screen or even approve the offer 
of a palliative care consultation. We conceived that such 
a process could use specific clinical data in patients’ 
charts (e.g. referral form, progress notes) and/or elec-
tronic medical record (EMR) to identify patients eligible 
for an early palliative care consult. A PC provider could 
then contact the identified patient directly and offer them 

a consult. This could occur regardless of whether the 
oncology staff offered or even mentioned a palliative care 
referral. Before developing or implementing such a pro-
cess, we needed to know how acceptable a direct phone 
call from a palliative care clinician would be to patients. 
Patient-oriented research engages patients and caregivers 
as partners in the research process [18]. Within pallia-
tive care research, only three articles have been published 
that describe how they have engaged patients as part-
ners [19]. This paper reports a patient-oriented co-design 
process which included working with patient and family 
advisors, clinicians, and researchers to build the auto-
matic referral process.

Methods
This patient-oriented, qualitative project consisted of 
two steps: 1) a qualitative, thematic analysis [20] of the 
perspectives of patients living with advanced lung can-
cer on their cancer experiences and the idea of auto-
matic PC referrals and 2) a co-design process [21] that 
engaged patient and family advisors, healthcare providers 
(oncologists, nurses from oncology and PC, clinical social 
worker, psychologist), and researchers in the develop-
ment of an automatic referral process to supportive and 
palliative care. The University of Calgary Health Research 
Ethics Board of Alberta Cancer Committee approved 
the two steps of this project (HREBA.CC-20–0222 and 
HREBA.CC-21–0026).

Theoretical framework
The Canadian Institutes of Health Research (CIHR) Strat-
egy for Patient-Oriented Research (SPOR) Framework 
[18] guided the development and conduct of this project. 
The guiding principles of the framework are inclusive-
ness, support, mutual respect, and co-build. Inclusive-
ness aims to integrate a diversity of patient perspectives 
and research being reflective of the contributions of 
research. Support refers to creating safe environments 
that promote honest interactions, cultural competence, 
training, and education. Mutual respect means research-
ers, patients, and clinicians valuing each other’s expertise 
and experiential knowledge. Co-build refers to patients, 
researchers, and clinicians working together from begin-
ning to end.

Additionally, Sekhon’s Theoretical Framework of 
Acceptability (TFA) [22] for healthcare interventions 
served as another framework for understanding the 
acceptability of an automatic referral process. The seven 
domains of the TFA are affective attitude, burden, ethi-
cality, intervention coherence, opportunity costs, per-
ceived effectiveness, and self-efficacy [22].These seven 
domains were used to guide qualitative question devel-
opment and analysis in phase 1 of the project and the 

http://www.pacesproject.ca
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evaluative questionnaire for acceptability of the process 
developed in step 2.

Context
Patients newly diagnosed with lung cancer in the study 
region are served by publicly funded [19] medical and 
radiation oncology outpatient clinics at a tertiary cancer 
centre, which serves 1.4 million people in a zone (Cal-
gary, Alberta, Canada) including a metropolitan city, 
surrounding towns, rural areas and First Nations territo-
ries. A Lung Tumour Group Coordinator (nurse) triages 
new referrals to six lung-focused oncologists, and each 
oncologist clinic has one oncology nurse. In the cancer 
centre, Supportive Oncology services with psychosocial 
counsellors, social workers, and rehabilitation therapists 
are available upon referral or self-referral. Specialist pal-
liative care services provide an added layer of support 
for patients (and their families) in addressing physical, 
psychological, social, and spiritual concerns. Within our 
region, this includes discussing with the patient (and 
family members) about their cancer journey, their wishes 
for their treatment, addressing and helping them with 
any symptoms they may be facing (e.g. pain manage-
ment), and providing them with resources in the commu-
nity or within the hospital setting to address their needs. 
Specialist palliative care is available across the continuum 
of care, with palliative physician and nurse specialist con-
sults available in the cancer centre, hospitals, home and 
community settings; one tertiary palliative care inpatient 
unit and seven residential hospices. Homecare is avail-
able by referral or self-referral as dedicated, multidisci-
plinary palliative home care service in urban areas or as 
an “integrated” (general adult home care) service in rural 
areas.

Step 1: Qualitative interviews with advanced 
lung cancer patients to understand their 
cancer experience and potential acceptability 
of an automatic referral process
We conducted a qualitative study through semi-struc-
tured, one-on-one interviews with patients living with 
advanced lung cancer (stage IV non-small cell lung can-
cer) to elicit and understand their perspectives on the 
idea of an automatic referral process for palliative care. 
The interview guide was developed in collaboration with 
two patient and family advisors and palliative care spe-
cialist clinician-researchers on the team. Sekhon’s Theo-
retical Framework of Acceptability (TFA) for healthcare 
interventions [22] was used to guide the development 
of interview questions and the analysis of participants’ 
responses. The interview guide consisted of questions 
about how they might perceive an automatic referral to 
early palliative care when they were newly diagnosed 

with advanced cancer, and what benefits and challenges 
this would bring to patients.

Recruitment
Adult patients living with advanced lung cancer were eli-
gible to be interviewed as participants. Patients deemed 
inappropriate by clinic staff to be approached for a study 
for any reason (e.g., in crisis) were excluded, as were 
patients who had already been seen by a supportive and/
or palliative care provider. Potential participants were 
recruited through convenience sampling, through the 
lung tumour group coordinator at the cancer centre, 
posters posted near outpatient clinics, and patient sup-
port groups. We recruited participants until the start of 
step 2- our co-design process.

Data collection & analysis
The qualitative researcher (first author identifies as a 
woman, MSc trained in qualitative and patient-oriented 
research) conducted interviews with consenting par-
ticipants between September 2020 and March 2021. The 
researcher conducting the interviews did not have any 
prior relationships established with any of the study par-
ticipants. Prior to starting the interviews, the researcher 
explained the project goals and reasons for doing the 
research. The qualitative researcher has prior early pal-
liative care research experience and works in patient-
engaged research, routinely working with patients as 
research partners.

All interviews were conducted via phone and/or 
video conferencing, audio-recorded, transcribed, and 
anonymized. Three researchers, all with qualitative 
research expertise and two with palliative care clinical 
experience conducted a thematic analysis of the tran-
scripts utilizing deductive and inductive coding strate-
gies. The 6-step Braun & Clarke [20] thematic analysis 
consisted of familiarizing ourselves with the data, and 
identifying initial codes. The seven dimensions of the 
TFA were used as a guide for the deductive coding 
scheme. Themes were identified, reviewed, defined and 
named. Member-checking occurred with presentation of 
findings to co-design working group.

Step 2: Co‑design
Research co-design is defined as the meaningful involve-
ment of research users during the study planning phase 
of a research project [21]. We used a co-design method 
gathering patients, family members, healthcare providers, 
and researchers to develop a process of automatic pallia-
tive care referral to then pilot and evaluate in our cancer 
centre. This method’s strength lies in its ability to create a 
safe, inclusive, and respectful process through which all 
viewpoints and ideas can be considered. The aim of this 
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approach was to establish a collaborative team environ-
ment for the development this process and to ensure the 
end product developed was meaningful and acceptable 
to the end-users. The objectives of the group were to co-
design the automatic referral process, with the communi-
cation and operational pieces required for the automatic 
phone call program (e.g. criteria for referral, timing of the 
referral, supporting materials such as scripts for health-
care providers), as well as the instruments (i.e., interview 
guide and survey for patients) to evaluate the accept-
ability of the program. The subsequent implementation 
of the program and evaluation results will be published 
elsewhere and is outside the scope of this paper.

A terms of reference document was developed and 
shared with all co-design members to outline the pur-
pose of the group, timelines, communication processes, 
and roles of the group. Additionally, the terms of refer-
ence document highlighted the core principles in build-
ing research partnerships to guide meeting conduct as 
stated by the Canadian Institutes of Health Research 
(CIHR) strategy for patient-oriented research framework: 
1) mutual respect for different ways of knowing and 
interacting; 2) equitable participation and rights; 3) reci-
procity and a shared commitment to producing relevant 
research results; and 4) personal integrity [23].

Recruitment
We invited healthcare providers caring for lung cancer 
patients to join our co-design working group. Patient and 
family advisors from previous palliative and cancer care 
projects were also invited, including some of the patients 
interviewed in step 1 of this project. Our co-design group 
included 10 healthcare providers (oncologists, oncology 
nurses, specialist palliative care nurses and physicians, 
a clinical social worker and psychologist), 5 researchers, 
and 6 patient and family advisors (21 women, 5 men). 
The health care professionals who joined the working 
group were all affiliated with the cancer centre and had 
greater than five years of professional experience. Two of 
the six patient and family advisors were family members 
of deceased advanced cancer patients, while four were 
advanced lung cancer patients. They were orientated as 
patient/family advisors by Alberta Health Services volun-
teer services.

Meeting logistics
The co-design group met biweekly via Zoom over the 
course of six months to collaboratively design the opera-
tional processes and communication pieces for automatic 
PC referral for newly-diagnosed stage IV lung cancer 
patients. Approximately fifteen co-design members 
attended each meeting.

Results
Results from step 1 – qualitative interviews
Nine patients living with advanced lung cancer were 
recruited and interviewed (3 women, 6 men). We 
recruited until the start of step 2: co-design phase of 
the project. Eight of nine patients had a stage IV diag-
nosis, and one patient had a stage III diagnosis but was 
deemed appropriate to be interviewed as they were 
at an advanced stage. Their ages ranged from 48 to 
78 years. All participants identified as Caucasian/white. 
Interviews ranged from 21 to 65 min.

Themes
Participants described their experiences with their can-
cer, any supports they had been accessing or desired 
since their diagnosis, and provided recommenda-
tions on how supportive and palliative care should be 
described to patients. As a result, three major themes 
were identified from our thematic analysis: Emotional 
reactions to diagnosis, Current supports, and Percep-
tions of an automatic referral for palliative care. Table 1 
provides an overview of the themes, description, and 
supporting quotes identified.

Theme: Emotional reactions to diagnosis
Under this theme, participants described the journey of 
receiving their diagnosis, and with the waiting period 
to hear news from the cancer centre. Some participants 
highlighted uncertainty and stress leading up to their 
diagnosis and following the investigative testing. For 
instance, one patient spoke of not receiving any news 
from the cancer centre for three weeks about their 
investigative testing but were relieved when a clinical 
social worker from the cancer centre reached out:

“I don’t know what I would have done without 
her contact. It was just so helpful…she was telling 
[me] what days my testing was back, when I could 
expect to hear, things that are really, really criti-
cal in those initial days. I don’t know what I would 
have done without that because, as I was saying, 
nobody at [cancer centre] was calling me back.” 
(patient 2).

For some participants, they mentioned the shock of 
receiving their diagnosis, especially for those patients 
who mentioned they were non-smokers.

Theme: Current supports
Participants mentioned early supports that are neces-
sary for cancer patients, such as information on what 
current resources are available, support for symptom 
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management, social/emotional support, and information 
on what to expect for their cancer care.

One patient spoke about the different questions they 
had and supports they needed:

“Now, I had a whole bunch of questions on things like 
how could I – things like sleeping, you know. What 
are the tricks that could get me to sleep? What about 
my appetite? And what type of resources would there 
be to kind of have a more positive outlook? What 
kind of support out there? Is there anybody out there 
like me that I could talk to? All those kinds of things, 
I could have used those right away. “(patient 4).

Some patients were already seeking out certain sup-
ports such as online support groups, exercise programs, 
and smoking cessation program. One patient mentioned 
needing transportation to the cancer center, and another 
patient described support in the home such as with meals 
would be helpful for patients. Participants reported hav-
ing access to social support as vital for patients, whether 
informally through their friends and families or though 
formal support groups.

Theme: Perceptions of an automatic referral process for PC
When asked about their thoughts on the automatic refer-
ral process, patients were supportive of the idea, and 
highlighted that many early needs of patients could be 
met with such a program. For instance, a phone call fol-
lowing a patient’s diagnosis could help in guiding future 
decision-making for treatments. Participants highlighted 
the need for early support which was also emphasized 
through the previous themes. Important components of 
the phone call included the need to frame the call as part 
of cancer care, and to ensure patients knew the health-
care provider calling them was a member of their cancer 
care team.

A challenge perceived by some participants was the 
overwhelming experience of receiving an advanced can-
cer diagnosis, which may deter certain patients from 
accepting PC support, at the time of diagnosis, if the per-
son views this as end of life care. For instance, one patient 
mentioned:

“I think the only challenge would be that a patient 
might not be as receptive to it, or they might not be 
in a place yet where they’re receptive. But even if the 
outreach was made and then there was informa-
tion given that if the patient felt ready. I also think 
like a gentle follow up would actually – for patients 
who didn’t sort of initially bite, I think that would 
be really important as well, because there’s so much 
going on when you receive that kind of shocking diag-
nosis. It really is like a PTSD, frankly." (patient 2).

Current gaps within cancer care were described by 
participants in both the theme of emotional reactions to 
diagnosis and current supports. In describing the theme 
automatic referral process for PC, patients emphasized 
how such a process could be helpful: in providing early 
supports and comfort for patients receiving an advanced 
cancer diagnosis.

Results from step 2 – co‑design process
Findings from step 1 of this work informed the discus-
sions and guided many of the decisions of the co-design 
working group. The co-design working group discussion 
topics and products are outlined in Table 2. The outputs 
of the co-design process have been uploaded on our pro-
ject website [24]. During the initial meetings, patient and 
family advisors spoke of their own experiences of navigat-
ing the healthcare system once they had done the initial 
investigative tests, awaiting their diagnosis, and following 
their diagnosis. This informed the patient journey and 

Table 2  Co-design Working Group discussion topics and timeline

Content of Meetings Month 1 Month 2 Month 3 Month 4 Month 5 Month 6

Mapping the patient journey x

What are the existing early supports? Patient needs? x

Naming: What do we call the support? x

How are eligible patients identified? How do we send the list of eligible 
patients to the palliative care provider?

x

Timing of the call x

Phone calls in other languages for non-English speaking individuals? x

Developing a poster to notify patients about the call x

Developing scripts for oncology clinicians and palliative care providers x

Posters/ handouts to share about the program and community resources x x x

Process diagram and validation with group x

Evaluation of the research call – survey and interview guide x



Page 7 of 10Ahmed et al. Research Involvement and Engagement           (2024) 10:36 	

a map of current services. Then, the co-design working 
group developed the communication and operational 
pieces for the automatic phone call program, as well as 
the instruments (i.e., interview guide and survey) to eval-
uate the program. The co-design group acknowledged 
and discussed the very varied prognoses within NSCLC 
in the co-design process. They decided that all patients 
could benefit from the offer of a consult, from those with 
cancer mutations for which there are targeted therapies 
and longer survival, to those with a poor prognosis, and 
for patients who would have further cancer centre visits 
and those who would not be seen there again.

Naming the service
Various perspectives on the meaning associated with the 
term ‘palliative care’ were shared when discussing what 
to name this service. Similar to the views expressed in 
the interviews, some patient advisors on our team dis-
cussed that hearing the term ‘palliative care’ can be 
quite shocking for patients, especially when they hear it 
for the first time. Some patient advisors mentioned the 
stigma associated with PC may disengage patients dur-
ing the phone call and may also deter them from accept-
ing a consult. Other co-design members emphasized 
the importance of normalizing and de-stigmatizing the 
term PC through education. The term ‘supportive care’ 
was also discussed as a possible alternative name. Our 
cancer centre provides Supportive Care services, which 
are comprised of psychological counselling, psychiatry, 
rehabilitation services, social work and nutrition ser-
vices. The regional PC services are provided as an added 
layer of support tending to physical, social, psychological 
and spiritual/existential needs and symptoms by health-
care providers with additional PC training. While there 
can be overlap between the two services, some co-design 
members expressed concern that confusion may arise 
among healthcare providers at the cancer centre, if the 
term ‘supportive care’ is used alone to describe both ser-
vices. Co-design members respected the different views 
on the term for the program, therefore, members advised 
on using “Supportive and Palliative Care” to describe the 
automatic referral program.

Timing of the call
Co-design group members discussed and agreed that all 
patient groups needed to be called and offered a consult 
for PC supports, as soon as possible (within two weeks) 
after the first oncology visit. The co-design group agreed 
that the first oncology visit would likely be overwhelming 
for patients, as they are receiving information about their 
diagnosis and possible treatment plan. Therefore, a call 
from the specialist PC nurse after the first oncology visit 

would help to attend to any anxiety and provide reassur-
ance of supports available for patients.

Supporting materials
Co-design members discussed a process for the oncol-
ogy team to inform patients that they may be receiving 
a phone call from a specialist PC nurse. Members men-
tioned the need for a poster or handout alongside a con-
versation with the oncologist or oncology nurse during 
the first oncology visit to signify the importance of the 
call or aid in recall, given the often overwhelming emo-
tional nature and amount of content at an initial cancer 
visit. The members co-developed a patient handout for 
distribution at the first oncology visit. However, mem-
bers discussed that it would be acceptable to deliver the 
phone call even without notifying patients (if oncology 
healthcare providers forget or miss the opportunity to 
mention the consult and give the handout).

Members also discussed the importance of sharing 
resources about early supports available with patients. 
Patient and family advisors in the group expressed how 
peer support and community groups, including lung 
tumor-specific information groups, helped them in cop-
ing with their illness. The co-design working group co-
developed a “message of hope” and a handout on support 
groups, websites, and information on exercise and mental 
health supports that would be most beneficial for newly 
diagnosed patients. Subsequently, in collaboration with 
the patient and family advisors and psychologists in the 
co-design group, as well as the Patient Education team 
at the cancer centre, we adapted the resources for online 
dissemination on the provincial website for cancer care 
[25].

Scripts
A script for oncology clinicians to notify patients about 
the automatic referral and for the specialist PC nurse 
(when making the initial phone call) was co-developed 
through multiple revisions. This script outlined the 
purpose of the call, personalizing the call to the patient 
(referring to their chart/immediate needs), defining “Sup-
portive and Palliative care”, describing the consult, and 
informing the patient that the resources can be mailed/
emailed to them for further support.

Evaluation of acceptability
The co-design team reviewed and discussed the draft sur-
vey and interview guide (Appendix 1) for evaluating the 
acceptability of the automatic phone call. It was decided 
that the survey and interview guide would be adminis-
tered by a research team member and not the PC nurses 
providing the service to avoid potential participant 
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response biases. Revisions were made to improve the 
length of the survey and wording of the questions.

After compiling all the communication pieces and 
logistical details of the automatic phone call process, a 
process diagram was presented to the co-design group 
for feedback, refinement, and final approval [24]. The 
final process diagram includes considerations for patients 
unable to speak with the specialist PC nurse, for example 
due to cognitive impairment or language barriers [24]. 
To address these barriers, the specialist PC would ask to 
speak to the caregiver/family member and/or language 
interpretation would be provided for those with language 
barriers (Appendix 2).

Discussion
Informed by the qualitative interview themes, the co-
design process successfully yielded all the deliverables 
to build a process to offer a specialist PC consultation to 
every single eligible patient (regardless of oncology opin-
ion or referral) following a first visit to an oncologist with 
a new diagnosis of stage IV lung cancer. The group also 
co-designed the evaluation methods to be used to test the 
acceptability of this automatic referral.

Research co-design, patient engagement, and stake-
holder engagement encompass similar strategies and 
often are used interchangeably in the literature. A rapid 
review of reviews identified various health research co-
design approaches, and noted there to be a lack of a sin-
gle, consistent conceptualization of co-design [21]. The 
authors identified many activities involved in research 
co-design, and the limitations of poorly defined engage-
ment strategies or the ways in which they involved 
their stakeholder groups, as well as the outcomes of the 
engagement [21]. Without a standard framework for 
co-design, our project followed the CIHR strategy for 
patient-oriented research framework and ethical guid-
ance for research partnerships to engage our co-design 
working group members [18, 23]. We partnered with 
patient and family advisors as well as healthcare provid-
ers throughout the planning phase of the automatic refer-
ral process. Co-design members were involved in the 
entire intervention planning process, including the evalu-
ation of the program and the development of knowledge 
translation outputs (such as digital stories, presentations, 
and manuscripts), [24] which we believe was essential 
to creating an acceptable method of automatic palliative 
contact with people living with lung cancer.

In a Delphi study, international PC experts reached 
consensus that automatic referrals may improve the vol-
ume and timing of PC referrals, [14] with 86% of panelists 
suggesting that outpatient PC referrals should be based 
on both automatic referrals and clinician-based referrals 
[14]. There is limited research on the implementation 

of automatic referrals in practice. For instance, Adelson 
et  al. [26] developed criteria for hospitalized patients 
with metastatic cancer that would trigger referral for 
a PC consultation as part of a pilot intervention. Their 
criteria were any one of advanced lung or pancreatic 
cancer diagnosis, prior hospitalization within 30  days, 
hospitalization for greater than 7  days, and the patients 
having active symptoms [26]. With their intervention, 
PC consultations doubled, and 30-day readmission rates 
decreased significantly [26]. However, the acceptability of 
automatic referrals among patients was not explored.

In a study by Zimmermann et  al., [27] they assessed 
the feasibility of symptom screening in triggering early 
referral to PC. Patients completed the Edmonton Symp-
tom Assessment System-revised (ESAS-r) to rate can-
cer symptoms such as pain, fatigue, drowsiness, nausea, 
anxiety, and depression from a scale of 0 (absent or best) 
to 10 (worst). Scores that were moderate to severe on 
more than one symptom triggered an email to the PC 
triage nurse who offered a PC clinic appointment to the 
patients. Zimmermann et  al.’s [22] study revealed that 
patients who received early PC had improved mood 
and symptom control over time compared to those who 
did not receive early palliative care. However, Zimmer-
mann et  al. [22] also found in their study that a subset 
of patients who did not receive early PC still maintained 
good quality of life, mood, and symptom control. There-
fore, the authors recommend that routine early PC may 
not be necessary for patients who report mild symptoms.

Nonetheless, prior to establishing thresholds for trig-
gering consults, there is value in understanding whether 
“unselected” patients find an offer of consultation accept-
able. In our co-design project, all team members identi-
fied that all patients newly diagnosed with advanced lung 
cancer might benefit from being offered a “Supportive 
and Palliative Care” consultation, regardless of the symp-
toms expressed and the prognosis and treatment options 
shared at the first visit. This was partly because the dis-
tress at diagnosis was perceived as widespread, and also 
because symptoms and disease trajectory can change 
quickly in lung cancer, necessitating early consultation 
so that patients are aware of how to activate further sup-
ports, such as home care, when needed later. Hence, early 
referral to supportive and palliative care regardless of 
prognosis and treatment options may help with identify-
ing the varied needs of patients at the start of their cancer 
journey and lead to more sustainable care with less need 
for “crisis interventions” over time.

A strength of the co-design process was that it brought 
together people with disparate views about the meaning 
of PC. Our resulting process may avoid compounding 
patients’ potential fear of hearing or misunderstandings 
of the word “palliative” during their first oncology visit 
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by instead being introduced to PC directly from the PC 
specialists who are comfortable framing and offering this 
added layer of support.

One of the limitations of our co-design study is that we 
have not captured the entire spectrum of clinicodemo-
graphic diversity among lung cancer patients and hence, 
despite the co-design process, the acceptability of an 
automatic call regarding palliative care may not be simi-
larly accepted across patients of different ethnocultural 
and socioeconomic backgrounds, or patients undergoing 
different treatment types. Patients whose first language 
is not English, have different ethnocultural backgrounds, 
of different socio-economic backgrounds may have dif-
ferent perceptions of palliative care, and how acceptable 
an automatic referral process is. However, our co-design 
process is the first step to understanding the acceptabil-
ity of an automatic referral for palliative care. This project 
will lead to the piloting of the program.

Following this pilot period, we will aim to survey and 
interview diverse lung cancer patients to understand the 
experiences and acceptability of this automatic refer-
ral process. In Paolucci et. al’s [19] systematic review of 
patient engagement in palliative care research, they only 
identified three studies that engaged patients with lived 
experience of cancer as partners in the health research 
process. In Abelson et. al’s [28] paper surveying patient 
partners across Canada, most of the patient partners who 
responded were white, female, born in Canada, and many 
were retired. For our project, we were able to recruit four 
patient advisors who identify as white, with lived experi-
ence with lung cancer and two family advisors who cared 
for patients with lived experience of cancer and palliative 
care. Engaging diverse patient partners who have varied 
ethnocultural and socioeconomic backgrounds has been 
the subject of focus of the patient partnership field, [29] 
and strategies to engage patient partners of diverse back-
ground remains a priority.

Conclusion
Co-design ensures that stakeholders are involved in pro-
gram development from the very beginning. It was espe-
cially valuable for this sensitive patient-provider topic, 
because it brought together various perspectives. Fol-
lowing the co-design process, we have implemented the 
automatic referral program in our cancer centre. The 
results of the evaluation of the acceptability and experi-
ence of early supportive and palliative care consultations 
from the perspectives of patients and caregivers will 
be reported elsewhere. Based on the success of this co-
design process, we recommend involving patient advisors 
and clinicians in the design and evaluation of new health 
care services from the outset.
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